care will be required to assist those disabled children with complicated or
life-threatening conditions, or who require highly specialized tertiary care.

4. Improve Financing of Care

The service system must adequately compensate providers and consumers
using out-of-hospital facilities which are close to the patients’ home com-
munity and which meet established care standards. Funding mechanisms
must also be made available for expensive out-of-hospital technical equip-
ment that reduces the length of hospital stays. Planning and coordination of
community services for complicated and serious disabililties must be recog-
nized as a legitimate reimbursable expense.

5. Identify Areas of Abuse Potential

Actions and inactions can both contribute to abuse of the care system for
the disabled child. Elimination of unnecessary, duplicated or inappropriate
services assure quality care and control costs. Standards and regulations
must be developed and monitored by qualified professionals familiar with
the service delivery issues. Methods to provide parents and providers with
information or optimal services for children with disabilities must be an es-
sential part of the regionalized system.

6. Incorporate into Training Curricula Principles of Care
For Children with Disabilities

There is a need for the incorporation of clinical experiences relating to the
care of disabled infants, children, and young adults into all levels of pre-
service and in-service education for health professionals. Utilization of
interdisciplinary methods in the training process encourages coordinated
clinical care. Teaching models should enhance professional satisfaction in
caring for disabled children. Methods to improve communication skills
among patients, parents, and fellow workers must be inherent components
of the training program.

7. Support Research in the Care of Children with Disabilities

While our scientific understanding of specific disabling diseases and condi-
tions is sophisticated, a great need remains to learn more about optimal meth-
ods of health care provision for disabled children. Research should include in-
vestigations into a) curricular revisions to better train professionals in evalua-
tory methods and treatment techniques; b) methods to enhance communication
and coordinating skills; ¢) procedures to improve financial reimbursement pro-
cedures; d) methods to promote intra- and interagency understanding; and
¢) methods to immediately disseminate new information concerning the care of
disabled children. Increasing concern for fiscal responsibility and accountabil-
ity will dictate the wisdom of devoting significant portions of available
resources to expand research and development endeavors.
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SUMMARY OF THE WORKSHOP

In the summer of 1982, Surgeon General C. Everett Koop, M.D. re-
quested that a Workshop on Children with Handicaps and their Families be
convened to seek out ways to lessen the handicaps imposed on disabled chil-
dren and to promote child and family self-sufficiency and autonomy. The
workshop was held at The Children’s Hospital of Philadelphia on Decem-
ber 13 and 14, 1982. Over 150 individuals, including handicapped patients,
their families and those involved with their care, were invited to participate
in the conference. An additional 100 people attended parts of the proceed-
ings because of their interest in the welfare of handicapped children. All of
the participants paid their own expenses or were supported by their own in-
stitutions. Financial assistance was provided for participating patients and
parents.

The Workshop was called in response to the revolutionary transforma-
tions in medical technology which have taken place during the past four
decades. Discoveries and applications in the fields of antibiotics and other
drugs, in vaccines, in computerized imaging procedures, in life-support and
monitoring, in laboratory techniques, and in the understanding of basic physi-
ology have altered the prognosis for innumerable children. The baby who is
born premature, the infant with severe congenital defects of the major or-
gans or skeleton, and the child who is damaged by severe trauma Or infec-
tion can now be supported by the combination of high technology and
trained medical personnel. Many of these children now survive, and most of
those who do can look forward to a productive life, though often impeded
by residual disability.

Modern American society has geared itself to almost unlimited support of
this technology. But support for the essential services systems outside the
tertiary care environment has not kept pace for the increasing numbers of
children whose lives are being saved. Technology is expensive, essential sup-
port services are also expensive, and funds are limited. Numbers of ques-
tions require consideration. Can we maintain the technological support, yet
improve the essential services with the funds available? Do we need more
funds? Can we find ways of redistributing the funds now being spent? Can
we devise strategies for providing more humane service with fewer dollars?

Those attending the workshop concentrated on the severe, specific prob-
lems of the ventilator-dependent child, and the findings for this prototype
were extrapolated for their implications for all handicapped children.

Dr. Robert G. Kettrick, Chairman of the Workshop, challenged the audi-
ence to accept responsibility for insuring that ail reasonable care alternatives
be made available for ventilator-dependent children. He asked them to
identify and correct the circumstances which prevent transfer from an acute
facility to home or community alternatives and presented a number of illus-
trated case histories representative of the progress which can be achieved by
a child on home care.
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